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ABSTRACT 

This report to the governor and legislature of 
Illinois concludes that the state currently has no comprehensive 
coordinated system of early intervention services for children and 
families needing such services. The report is in question and answer 
format and covers federal and state activities in early intervention, 
a definition of early intervention, current Illinois services being 
provided, eligibility, an6 recommendations. An executive summary 
lists the 21 recommendations. These includes establish a legal right 
to early intervention services for all eligible children and their 
families? adopt a definition of eligibility? define a state structure 
to provide ecirly intervention services? name the State Board of 
Education as the lead agency for early childhood intervention 
services? create an Early Childhood Intervention Ombudsman? establish 
procedural safeguarcSs for families? assure the use of the current 
program of home visiting and fol^owup services for newborn infants? 
build linkages between at risk programs and local literacy programs? 
and appropriate sufficient new state funds. Appendices include the 
executive order mandating the interagency council amd report? members 
of the Council, committee meetings dates and sites, and a synopsis of 
testimony at public hearings. (DB) 



* Reproductions supplied by EDRS are the best that cai. be made « 

* from the original document. * 

innr* *************************** 



ERIC 



U.S. et^MinMirroF ggucATioii 

C^fCt of £(&ICtffKK18} ffCMATCft Slid ffl^PfOVtWW^tt 

EDUCArK»^t Rf SOURCES INFOHMATfON 
CfNTHR(ER!Cl 



r9C<h«^ <rom the person or OfQ&nnBiiQrt 
D Mrnof cf>afH>e« hav« t>e«f> miKje fo tmptot^ 




January, 1991 



Dear Governor Edgar and Members of the General Assembly: 

We, as co~chairs of the Special Joint Committee on Early 
Intervention, present the enclosed report to you pursuant to 
House Joint Resolution 114 concerning early intervention 
services . 

We were charged with the task of reporting on the adoption and 
implementation of a statewide system of early intervention. We 
have studied the issue at length, and report to you that Illinois 
currently has no statewide, comprehensive, coordinated system of 
early services for children and families in need of same. While 
we sensed that was the situation last Spring, and the impetus for 
HJR 114, we now know how critical the provision of early 
intervention services is to the current and future well-being of 
Illinois citizens statewide. 

The following report outlines what the current situation is 
within Illinois and what we believe should be done. 

The evidence is clear — early intervention works. The sooner 
society responds to help children and families in need, the 
greater the positive human outcome. The longer Illinois waits, 
the higher the cost will be in dollars and in the unforgivable 
loss of human potential. 

We urge you to read this report, now, and take action on it this 
Spring in the regular course of business of the General Assembly. 
We feel it is critical that Illinois enact an entitlement for 
eligible children and their families. Now is the time to do so, 
without letting another session pass us and Illinois' babies by. 

Should there be a need for special hearings or committee meetings 
on this issue, we know that our colleagues on the CoirTnittee, and 
families statewide, would be pleased to be of assistance. 




Sincerely, 




Sen. Joyce Holmberg, co-chair 
(D-34th) 



Rep. Terry Steczo, co-chair 
(D-78th) 



Enclosure 



Executive Summary 



Report of the Special Joint 
Committee on Early Intervention 



The members of the Special Joint Committee have reviewed all 
policies adopted, plans developed and problems identified by the 
State interagency Council on Early Intervention with respect to 
the adoption and implementation of a statewide early intervention 
system. The Special Joint Committee members have conducted two 
statewide public hearings to gather information personally and 
add these comments to what they had already reviewed from work 
done by the Interagency Council and staff of affected State 
agencies. Additionally, Committee members have benefitted from 
the experience of the last three years by the current service 
providers who have been involved with planning and implementing 
Illinois' initial efforts. 

Through the public hearing process and the assin.. '.ation of much 
background information, members have become more attuned to the 
needs in Illinois of young children with disabilities, and their 
families. They have a better understanding now of the need for 
immediate and comprehensive services to be available across 
Illinois. 

The stories told by families at the public hearings served to 
"bring home" to members what Illinois must do to ensure greater 
self-sufficiency and services for eligible infants and toddlers, 
and their families. 

As a result of this understanding, we feel that we must move 
Illinois from the pilot or exploratory stage to the full 
implementation of a statewide coordinated system to serve these 
children and their families. The devastation of having a child 
with a disability can be to some extent ameliorated by early and 
comprehensive services. To take that step, a small one for 
Illinois, will be a major stride for families currently receiving 
minimal or no services, and will be cost-effective for the future 
of Illinois. It will show that State government recognizes the 
value of all children and is supportive of a goal in which 
society recognizes that all citizens can become productive and 
independent as a result of early and comprehensive attention. 

Among the recommendations the Committee offers to colleagues in 
the General Assembly is a call for legislation in 1991 which 
will: 

- Establish a legal right to early intervention services for 
all eligible children and their families. 

- Adopt a definition of eligibility. 
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- Define a State structure to provide early intervention 
services — geographic boundaries of the local structure as 
well as creating and empowering local interagency councils. 

- Assure collaborative local child find and public awareness 
efforts, in conjunction with the local councils. 

- Create in state statute an Illinois Interagency Council on 
Early Childhood Intervention. 

- Mandate agreements between and among the lead agency and the 
other relevant state agencies, in order to assure 
coordination of current spending. 

- Define the local structure in accord with the provisions of 
the State Interagency Council on Early Childhood 
Intervention's proposed service delivery system. 

** a core provider responsible for assessment of 
eligibility and services; 

** a local interagency council responsible for 

coordination and design of child find and public 
awareness; and 

** a coordinating/advocacy provider responsible for 

staffing the local council, carrying out child find and 
public awareness activities and providing advocacy for 
eligible families within the given area. 

- Assure that the State agency appointed as the lead agency 
for early childhood intervention services will have the full 
backing of the Governor and the full support and continued 
participation of all involved state agencies. 

- Name the State Board of Education as the lead agency for 
early childhood intervention services to coordinate and 
assure such services, but not necessarily provide these 
services at the State or local level. 

- Create an Early Childhood Intervention Ombudsman, within the 
Office of the Governor, to assist families and local 
parties, in ensuring that all state agencies serving 
families do so in a comprehensive collaborative way. 

- Establish procedural safeguards for families, in concert 
with the provisions in Illinois for special education 
pursuant to the Individuals with Disabilities Education Act 
(IDEA) . 

- Examine the existing system and expand it into a 
comprehensive statewide system of opportunities for parent 
information on early development and advocacy, in order to 
empower families. 
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' Assure the use of the current statewide program of home 
visiting and follow-up services currently available for 
newborn infants through the Adverse Pregnancy Outcome 
Reporting System (AFORS) , through local public health 
departments and/or community-based organizations. 

- Assure linkage of prenatal initiatives to high risk pregnant 
women . 

- Build linkages between at risk programs and local literacy 
programs . 

- Mandate maximum use of federal resources, e.g.. Medicaid, 
Healthy Kids funds, etc, 

- Create a central billing office in order to assure 

that maximum federal resources are utilized and providers 
receive funds with minimum hassle. 

- Create a resource review committee on use of public and 
private sector resources. 

- Appropriate sufficient new state funds, e.g., general 
revenue funds, start-up and increase of current effort, with 
a call for further increases for each year of the five year 
phase in period. 

- Require all early childhood intervention staff to hold the 
highest entry requirement necessary for that position. 

- Assure that rules will be developed by the lead agency which 
will ensure quality personnel and program standards 
statewide . 



As noted, such legislation must be accompanied by a specific 
annual appropriation, phased in to the maximum over five years. 
It is the intent to use all other financial resources, e.g., 
Medicaid, Part H federal funds from the Individuals with 
Disabilities Education Act and so on. We acknowledge that 
Illinois will be responsible for the remaining resources needed. 
Although it will cost more to provide what is not being provided, 
the Committee feels it will be a cost savings to the State in the 
long run. 



Report of the Special Joint 
Committee on Early Intervention 

Why Another Report? 

What do we know about early intervention? What does that term 
mean to the average Illinois citizen? Let's look at it from a 
public perception or point of view. 

Spending on children, any economist can prove, is a bargain. 
A nation can spend money either for better schools or for 
larger jails. It can feed babies or pay forever for the 
consequences of starving a child's brain when it is trying 
to grow. One dollar spent on prenatal care for pregnant 
women can save more than $3 on medical care during an 
infant's first year, and $10 down the line. A year of 
preschool costs an average $3,000 per child; a year in 
prison amounts to $16,500. 

But somehow, neither wisdom nor decency, nor even economics, 
has prevailed with those who make policy in the state 
houses, the Congress or the White House. "We are 
hypocrites," charges Senator John D. ("Jay") Rockefeller IV, 
chairman of the National Commission on Children. "We say we 
love our children, yet they have become the poorest group in 
America." Nearly a quarter of all children under six live 
in households that are struggling below the official poverty 
line — $12,675 a year for a family of four. 

In some cases, the abandonment of children begins before 
they are even born. America's infant mortality rate has 
leveled off at 9.7 deaths per 1,000 births, worse than 17 
other developed countries. In the District of Columbia, the 
rate tops 23 per 1,000, worse than Jamaica or Costa Rica. 

Fully 250,000 babies are born seriously underweight each 
year. To keep these infants in intensive care costs about 
$3,000 a day, and they are two to three times more likely to 
be blind, deaf or mentally retarded. On the other hand, 
regular checkups and monitoring of a pregnant woman can cost 
as little as $500 and greatly increase the chances that she 
will give birth to a healthy baby. 

Time, October 8, 1990 "Shameful Bequest to the Next 
Generation" 

From an individual parent's point of view, as heard by the 
Committee at the public hearings, we saw the need for another 
report. A parent from Palatine brought it to our attention very 
clearly when she related to the Committee: 

...I would say that one of the key themes for my family 
since the arrival of our children has been that of continual 
transition. Sometimes the changes come fast and furious and 
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demand immediate action; sometime it is a more gradual 
process that gives us time to reevaluate and adjust. Our 
expectations and hopes and plans, and thut very direction and 
priorities of our lives have had to be revised over and over 
again. Maintaining a status quo is just about the 
impossible dream. 

In our early optimistic parenting, we expected that our 
children's problems would be corrected or eliminated by the 
best medical care we could provide ... Doctors and therapies 
continue to multiply and consume more time every year. 

My husband expected to be as free as anyone else to climb 
the corporate ladder and pursue another job, when he 
desired; but we found ourselves locked into one employer and 
one insurance company, joecause our sons' p:?e-existing 
conditions are uninsurable... 

Hand-in-hand with this constant stressful revising of our 
expectations and our lives is the second hallmark of 
challenged parenting — isolation. Parenting a special needs 
child is an isolating lifestyle. .. .every meLl at our house 
is prepared three different ways... A good night's sleep? If 
I get up only two or three times, it's been ^ quiet night — 
Self-help from your preschoolers?. . .Sending liie kids off to 
school? ... Grocery shopping?. . .Family outings and 
recreation?. . .Child care and play groups?. . .Nothing is the 
same. 

With this glimpse into my life, I'd like to s£iy: to better 
support my family as the unit we are, look beyond the 
diagnosis and the typically-expected medical or therapy 
pictures and even beyond the child who is presented to 
you, . .Realize that my family is already an isolated entity, 
and that your classifications and placements, referrals and 
therapies separate us even more from the world we live in — 
and the world my children must adapt to and function in. 
Consider our need for normalcy. . .Give us the education, 
empowerment, encouragement and self-confidence that will 
enable us to persevere and triumph in helping our children 
become the best people they can be. 

A November 15, 1990 column in the Chicago Sun Times stated: 

What are we going to do to help the thousands of cocaine 
babies? Ignoring their special needs isn't going to make 
them go away. Some low birth weight babies face similar 
special needs, as do infants poisoned by lead-based paint. 
Thousands of children in Illinois are developmental ly 
delayed and need help. They are all human beings, they are 
all terribly vulnerable, and the longer we wait, the more 
expensive their problems become. 
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The good news is that these children can be helped. What 
they need is the special combination of medical, educational 
and family services known as early intervention. . .The bad 
news is that fewer than a third of the babies who need early 
intervention are getting it. That means that some babies 
needlessly face lifelong disabilities. 

A waiting list won't do when you're talking about services 
for infants and toddlers. The window of opportunity clpses 
quickly. So, too, will the opportunity to plan for a 
comprehensive early intervention prograai in Illinois. 

This report is critical because Illinois has not addressed the 
issue of infant services. While there was the major effort as 
part of the school improvement package of 1985 to institute 
preschool services (ages 3-5) for those at risk of school 
failure, this is the first statewide report to discuss the need 
for and recommendations regarding early intervention for infants 
and toddlers. 

We seek to raise awareness through this report, and offer 
information for Illinois decision-making and action in 1991- 

Wbat Has The Nation or State Been X>oing In This Regard? 

Federal Picture 

In October, 1986, President Reagan signed Public Law 99-457. 
This new statute, known as the Baby Bill, is an intricate set of 
amendments to the Education of the Handicapped Act. The latter 
act guarantees a free appropriate public education to all 
schoolage children. 

The 1986 law, P.L. 99-457, went beyond the earlier statute's 
concern for education to portray a wide vision of immediate 
effective societal response to the risk or presence of mental, 
communicative, physical, or emotional delay in the first three 
years of life. Specifically, P.L. 99-457 offered planning funds 
to the individual states in return for each state's promise to 
create, over five years, a comprehensive system to address the 
full range of developmental needs of all eligible children during 
their first three years of life. All fifty states have accepted 
the federal challenge. 

The impetus driving Congress was a combination of the consensus 
around the incredible rate of human development during the first 
years of life, and the therapeutic evidence that prompt, skilled 
intervention (sometimes starting while an infant is still in the 
hospital) will make an enormous difference in the outcome for a 
child with a real or potential developmental delay. For children 
and families this difference translates to increased opportunity 
for lifetime independence and achievement. For public policy, it 
translates to the saving of dollars which would have to ba spent 
later for care, services, and education. For society as a whole 
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it translates to the benefits of productive and independent 
citizens. The same impetus should drive Illinois forwatrd. 

State Picture 

Today Illinois children have no legal right to early intervention 
services during their first three years of life. The lead agency 
for P.L. 99-457 planning, the Illinois State Board of Education, 
estimates that aJbout 8,500 children are currently receiving early 
intervention services through some 120 different local providers 
who are guided and funded to some esctent by eight different State 
agencies and various community funding efforts. 

To put it bluntly, the present system is a labyrinth which 
families are forced to grope through in the dark, searching for 
services for their child. Also, there is no sustained effort to 
find families who may not know that their child needs early 
intervention. 

Nevertheless, Illinois has accepted the challenge of creating a 
comprehensive system, a system where children will have a right 
to early intervention; and the State has made some real progress 
in its planning for that syston. Task forces of the State 
Interagency Council on Early Intervention have completed work on 
the problems of personnel, program standards, finance, and a 
suggested structure for a comprehensive system of service 
delivery. The possible structure, which is being tested now and 
which may be revised, is a partial basis for the description of 
the future for Illinois presented in this report. 

In 1987, Governor Thompson issued a challenge to the people of 
Illinois to demonstrate their commitment to Illinois children by 
adopting the Class of 1999. The goal of his challenge was to 
provide a better society for the children of Illinois. A 
commitment to the Class of 1999 required us to see beyond the 
rush of daily events, to anticipate the future, to plan, and to 
shape an image to guide us. The problems of poverty, teenagers 
bearing children, individuals lacking the skills necessary to 
work in the 21st Century, high school dropouts, youth and adults 
with disabilities unable to find significant employment, drug 
abuse, and crime are interrelated. The problems these children 
face are not predestined nor are they insurmountable. Just as 
the problems facing our children cannot be considered in 
isolation, so our strategy to combat these problems must not be 
circumscribed. Governor Thompson said: 

Without preventive action, some members of the class of 1999 
will become victims of poverty, inadequate education, and 
substcuice abuse. Without intervention, ill health, poor 
nutrition and substandard living conditions may blight the 
lives of too many of our children. {Adopting The Class of 
1999: A Challenge for the State of Illinois, The Governor's 
Office, Office of Planning, Augi^st, 1989) 
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Through private and public efforts, Illinois has served infants 
and toddlers with developmental delays, and their families, since 
the 1970s. P.L. 99-457, the Education of the Handicapped Act 
Amendments of 1986, provided the opportunity to plan coordination 
and expansion of these services. 

In June, 1987 Governor Thompson through Executive Order Number 4 
and its amendment (see Appendix A) established the Illinois State 
Board of Education as lead agency to oversee the relevant federal 
financial assistance given to the state for the purposes of : 

* developing and implementing a statewide, comprehensive, 
coordinated, multidisciplinary, interagency program of early 
intervention services; 

* facilitating the coordination of early intervention 
resources from federal, state, local, and private sources; 
and 

* enhancing Illinois' capacity to provide high-quality early 
intervention services. 

The Executive Order also established an Interagency Council on 
Early Intervention to assist and advise the State Board of 
Education in implementing its lead agency responsibilities (see 
Appendix B) . There are nine state agencies represented on 
the Council. Each of these agencies provide services to 
handicapped infants/toddlers and their families. The following 
state agencies are represented on the Council: 

* Illinois State Board of Education; 

* Illinois Department of Mental Health and Developmental 
Disabilities; 

* Illinois Department of Public Aid 

* Illinois Department of Public Health; 

* Illinois Department of Children and Family Services; 

* Illinois Department of Rehabilitation Services; 

* Illinois Department of Alcoholism and Substance Abuse; 

* University of Illinois' Division of Services for Crippled 
Children; and 

* Illinois Planning Council on Developmental Disabilities. 

In addition to agency representation, the Council is composed of: 
three parents of children younger than age 6 with disabilities; 
three public or private providers of early intervention services; 
one representative of the legislature; and one person involved in 
the preparation of professional personnel to serve young children 
with disabilities. 

The mission of the State Interagency Council on Early 
Intervention is and remains to develop, promote, and ensure a 
comprehensive, coordinated, statewide system of high-quality 
prevention and early intervention services for all eligible 
children and their families. 

er|c i ^ 



miat Is The special Joint Comnittee on Early intervention? 

The State Interagency Council on Early Intervention was 
critically aware that in order to have fourth and subsequent year 
federal funding, a policy must be in place that provides for 
early intervention services as an entitlement. In Illinois 
terms, that would need to be a mandate afforded through the 
legislative process rather than a decree a*- the State level by an 
agency director or the State Superintendent of Education. Rather 
than pursuing that process in the Spring of 1990 without having 
done the prerequisite homework, members called upon the 
legislative member of the Council, Rep. Lee Daniels, to pursue 
the concept of a special legislative committee. The result of 
the pursuit was House Joint Resolution 114. This resolution was 
subsequently sponsored by Representatives Daniels, Steczo, 
Didrickson and Leflore (see Appendix C) . 

The intent of the resolution was to consider all of the work done 
to date, hold public hearings as deemed necessary to gather 
information regarding adoption and implementation of a statewide 
early intervention system, and then report to the General 
Assembly and Governor. That report, embodied herein, cites the 
findings, conclusions and recommendations of the members, 
including any recommended legislation and specific necessary 
funding regarding the creation and implementation of a statewide 
mandatory early intervention .system. 

Members of the Special Joint Committee were appointed in the fall 
of 1990 (see Appendix D) . Members scheduled a series of reetings 
for basic information, public input and then discussion purposes 
(see Appendix E) . 

Committee members were partii-.ularly interested in finding out the 
public perception of the need for early intervention services, 
and how those services should be provided and paid for. Comments 
by the many families and public and private organizations 
throughout Illinois who attended the two public hearings afforded 
the members the opportunity to hear about the issue in detail. 
Some of that information is specifically cited later in this 
report (see Appendices F and G) . 

What Is Early Intervention? 

Early intervention is a term of art in the education, health and 
social services field which means the provision of appropriate 
services which address the cognitive, physical, language and 
speech and social-emotional developmental needs of children, 
available to families from pregnancy through their children's 
developing years. 

Services are "appropriate" if they are: 
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* tailored to the unique needs of the elir»ible infant or 
toddler and his or her family; 

* designed to enhance both the development of the child and 
the family's resources to meet the child's special needs; 

* selected in collaboration with the family; 

* provided under public supervision; 

* provided by qualified personnel in conformity with an 
individualized family service plan; and 

* to the extent appropriate, provided in the types of settings 
in which infants and toddlers without disabilities would 
participate. 

Early intervention is not serving eligible infants and toddlers 
in classroom situations. Even when school districts are involved 
in the provision of these services, both home-based and center- 
based activities would not necessarily be classroom-structured. 
One should not envision "...babies at school desks...** as this 
report is being read or its recommendations implemented. 

Services for children and their families must be rooted in the 
community. Communities are the worlds within which children and 
families live and upon which they depend for enrichment and 
support. Families can be more effectively served where they 
naturally are — in their communities, through a wide variety of 
community agencies and institutions. Services based in and 
created by the community are most likely to reflect- cultural 
values and traditions and to address specific local concerns. 

What Services Are Provided Mow? 

Illinois is currently providing services that are appropriate to 
eligible children and their families; however, the delivery of 
these services while located in many communities within Illinois 
is not comprehensive, coordinated or statewide. All eligible 
children and their families are entitled to ongoing assessment, 
case management, and the development, implementation, review and 
evaluation of an Individualized Family Service Plan. 

Examples of early intervention services that are now being 
provided in Illinois include: 

* identification, interdisciplinary assessment and evaluation; 

* Individualized Family Service Plan (IFSP) process; 

* developmental services; 

* family training and couns-aling; 

* home-based component /home visit; 

* case management; 

* audio logy; 

* health services; 
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* medical services for diagnostic and evaluation purposes; 

* nursing services; 

* nutrition services; 

* occupational therapy; 

* physical therapy; 

* psychological services; 

* social work services; 

* special instruction; 

* speech-language pathology; 

* vision services; 

* transportation services; and 

* respite care services. 

Improvement and Expansion of Early Intervention Services 

Prior to the initiation of P.L. 99-457, Part H, early 
intervention services had been provided by several agencies. It 
was the intent to continue providing funds for programs to 
improve their services consistent with Part H as Illinois moved 
towards establishing a statewide system. Illinois had many 
public and private programs which were identified as providing 
early intervention services to infants and toddlers with special 
needs and their families. Therefore, it was decided to use the 
majority of the Part H funds to improve and expand existing early 
intervention programs. 

A P.equest for Proposal was issued in early 1988, for the 
improvenent and expansion of early intervention services for 
infants and toddlers with disabilities. There had been programs 
operated through communities, but not through local school 
districts, providing partial services to handicapped infants and 
toddlers and their families. Applicants for these funds were 
existing programs (community-based organizations under the 
auspices of the Department of Mental Health /Developmental 
Disabilities) or local school districts/cooperatives. Twenty- 
seven (27) early intervention programs were funded in 1988-89 to 
serve as "pilot improvement and expansion programs (22 
community-organization based and 5 school-based) across Illinois; 
they continue to provide services now. 

To be in compliance with P.L. 99-457, each early intervention 
site was to have a core team. This core team consisted of a 
child development specialist, a family resource specialist, and a 
medical/health specialist. The Part H grant provided the 
additional funds needed to meet this federal requirement. These 
programs were reviewed and monitored. 

Prior to 1987 and continuing to the present, the Department of 
Mental Health and Developmental Disabilities has been contracting 
$8 million annually to support 75 community-based early 
intervention providers across the state serving the birth to 
three at-risk and developmentally delayed infants, toddlers and 
their families. The amount and types of services, as well as 
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program and personnel standards used, varies from provider to 
provider . 

i^egionai Diagnostic Centers 

The State has also funded two diagnostic programs with Part H 
funds. Tba goals of these diagnostic programs were to identify, 
diagnose and monitor, on a regional basis, infants and toddlers 
with handicaps or developmental delays; assess their h«?alth, 
development and family strengths and needs; and coordinate 
services with medical and developmental service providers. The 
diagnostic programs were also to develop effective and efficient 
service delivery models that were cost effective and could be 
replicated in other areas of the state. These centers, operated 
through Lutheran General Children's Medical Center in Park Ridge 
and LaRrbida Hospital in Chicago, provided information regarding 
the ef f : cacy and cost effectiveness of regional diagnostic 
centers, as well as incidence rates of infants and toddlers with 
handicaps and developmental delays on a regional basis. 

Illinois Technical Assistance Project 

The Illinois Technical Assistant Project (ITAP) grant is a 
statewide initiative to provide technical assistance/ inservice 
training to those professionals working with special needs 
children, birth to three. The project has provided up-to-date 
two day training seminars in topics identified through state 
initiatives and needs assessment. These topics include: 

* a fsuaily systems approach for individualizing services; 

* assessment of infants and toddlers; 

* building better teams; 

* case management/ interagency collaboration; 

* infant and toddler development; and 

* medical /health issues affe^^ting children ages birth to 
three. 

ITAP is supported by a combination of funds from Part H under 
P.L. 99-457 and federal Preschool Discretionary funds. Services 
are provided without cost to early intervention programs. 

The intent of ITAP is to provide c^ isistent and current training 
across the state to professionals. Over 700 individuals were 
trained in 1989; over 800 were trained in 1990, It 
is administered by the South Metropolitan Association of 
Flossmoor, under contract to the Illinois State Board of 
Education for this purpose. 

jliinois Early Childhood Intervention Clearinghouse 

The Illinois Early Childhood Intervention Clearinghouse has 
provided information services to Illinois residents interested in 
early intervention and childhood disability issues. The core of 
the project, the Clearinghouse library, maintained professional 
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and parent education literature relating early childhood and 
f2unily life. Materials related to developmental disabilities, 
diseases of early childhood, neonatal and prenatal intervention, 
family support, parent education, nutrition, early childhood 
education and child developmenc were emphasized. 

The Clearinghouse publishes a free quarterly newsletter. Early 
Inteirvention , featuring early intervention activities throughout 
the state, reviews of materials available through the project, 
and a bibliography series, other services included a 
bibliographic database (with more than 5,500 items), interlibrary 
loan services, professional development catalog files, reference 
services, exhibits and presentations, and access through a toll- 
free nvimber (800/852-4302) . 

Central Directory 

Direction Service of Illinois is the only comprehensive, 
statewide data base with information on services to people with 
dieabilities. It has recently been expanded to address the birth 
to three population, using Part H funds to do so. Via a tori- 
free telephone number (800/634-8540) and three local sites, 
consumers and professionals may access information on over 3,000 
local support services which enable them to meet 
child/consumer/ family needs. The *»one-stop" call eliminates the 
frustration people with disabilities often face when trying to 
negotiate the confusing maze of service delivery systems in 
Illinois. 

Accefesibility is a priority at Direction Service of Illinois: 
inforuation may be related with a telecommunication device (TDD) 
for people with hearing impairments; in braille or enlarged print 
for those with vision impairments; and in Spanish. Another way 
it is accessible is by having sites in East St. Louis and the 
Southeast side of Chicago. 

Unique in that the data base includes services to people of all 
ages and all disabilities. Direction Ser^fice of Illinois has 
steadily gained respect as the leading directory for consumers 
with disabilities in Illinois. 

The activity of the central directory needs to be further 
expanded when a final statewide system is instituted. The 
Committee discussed at length, based on testimony and their own 
experiences, the need to inform families early and sensitively of 
the nature of the child's needs and the services available to 
each family and child. This must be accomplished with input from 
pediatricians, hospitals and prenatal clinics. 

Interagency Staff Team 

The Part H grant funds a professional staff team which assists 
the lead agency in the development of policies and documents 
required for this endeavor. All nine (9) agencies are 
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represented on the staff tecun. Their primary role is to ensure 
representation of their agency's policies and regulations in the 
statewide system. The Interagency staff Team reviews and 
provides technical assistance to the early intervention programs 
cited earlier. 

Now That We Know What Early Intervention Is, Who Are the Infants 
and Toddlers of Illinois Who Need the Services? 

You could probably say, and be accurate, that all children and 
families would benefit from additional assistance, be it training 
or support or financial aid or direct therapeutic services. That 
would hold true for wealthy or poor families, for those from 
Golconda to Freeport. 

As the theme of the parenting education program called Parents As 
Teachers says, "If They Came With Instructions, You Wouldn't Need 
Us," Babies don't come with instructions of any sort. All 
parents, especially new ones, could use help. The needs of some 
families cry out for help immediately and intensively; it if; 
those families we wish to focus attention on in this report. 

Categories of Eligibility 

The following children and their families would be eligible to 
receive needed support through appropriate early intervention 
services. Children who are eligible for these services are 
infants and toddlers, from birth to thirty-six months of age, 
with disabilities due to developmental delay, qt a physical or 
mental condition which has a high probability of resulting in 
developmental delay, se are at risk of having substantial 
developmental delays. 

* "Developmental delay" means a delay in one or more of the 
following areas of development; cognitive, physical, 
including vision and hearing; language, speech and 
communication, psycho-social or self-help skills, as 
measured by appropriate diagnostic instruments and standard 
procedures . 

* "Physical or mental condition which has a high probability 
of resulting in developmental delay" is exemplified by 
children with disabilities such as cerebral palsy, 
epilepsy, Down Syndrome or fetal alcohol syndrome who are 
eligible for services even if their early development 
appears normal. 

* "At risk of having substantial developmental delays" means 
the presence of at least three at risk conditions plus the 
clinical judgement of a consensus of the interdisciplinary 
team including the parents. At risk conditions may include: 

* admission to a Neonatal Intensive Care Unit; 
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* family history of developmental disability, developmental 
delay or severe emotional disturbance; 

* family history of abuse or neglect; 

* family history of alcohol or substance abuse; 

* family history of genetically transmissible conditions 
known to cause developmental delay; 

* alcohol or substijnce abuse by the mother during 
pregnancy ; 

* homelessness ; 

* child is a ward of the state; 

* mother had a transmissible disease known to cause 
developmental delay during pregnancy; 

* mother less than 18 years of age; 

* inadequate prenatal care; 

* mother took medication known to pose a risk of 
developmental delay during preanancy; 

* families who are economically depressed; 

* families with limited English proficiency; or 

* maternal /paternal level of education ecjual to or less 
than lOth grade. 

Numbers 

Projected numbers of infants and toddlers eligible for early 
intervention services have been documented by the Illinois 
Department of Public Health. This estimate is based on data that 
is available from Vital Statistics, 1988, and/or the Adverse 
Pregnancy Outcomes Reporting System (APORS, 1988). 

Of the 180,000 number of live births a year, it is estimated that 
a maximum of 10,800 infants a year or 32,400 birth-to-three year 
olds are eligible for early intervention services based on the 
Council's definition of developmental delay or as having a high 
probability of delay. 

* Specific factors relating to biological risk which could 
include children with: a birthweight of less than 1500 
grams; APGAR at 5 minutes of less than 5; gestational age at 
less than 32 weeks; complications in pregnancy, delivery and 
labor (Vital Statistics, 1988, Illinois Department of Public 
Health) . This accounts for about 5000 children a year. 

* Specific factors relating to established risk could include 
children with: spina bifida; down syndrome; microcephalus; 
trisomy 13; trisomy 18; toxoplasmosis; rubella; maternal 
substance abuse (about 2% of live births) ; and infants with 
post-neonatal developmental disability diagnosis (about 1% 
of live births) (Congenital Anomalies-APORS, 1988, Illinois 
Department of Public Health) . 

Additionally, an estimated 24,000 birth-to-three year olds would 
be eligible for services based on the Council's definition of "at 
risk of substantial developmental delay", an estimated 8,000 new 
infants a year. Risk factors here were noted above. 
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Overall, 56,400 children and their families would be eligible for 
early intervention services annually when the child find and 
service systems are in full operation, A phase-in plan is noted 
on page 18 of the report. 



An Additional Factor 

The Committee members have heard of the numbers of youngsters who 
are drug-exposed, and what that may mean for the future. No 
statistics are hard and fast. No one knows for sure how many 
cocaine-exposed children are being born each year, for example. 
The President's National Drug Control Strategy report estimates 
100,000. Other estimates run upwards of 200,000. A more 
realistic estimate has been stated as between l%-2% of all babies 
born in the United States. 

As said in The Shadofr children: Preparing For The Arrival of 
Crack Babies In School, Phi Delta Kappa (July 1990); 

What cocaine-exposed newborns go through during the days and 
weeks after birth is a rocky start on life. Some have 
birth defects attributed to cocaine exposure in the uterus. 
Most are small and underweight. . .Many suffer neurological 
damage from prenatal drug exposure. For them, coping with 
the normal activities and stimuli of daily life will be 
difficult. . .Child development experts who try to paint a 
more hopeful picture say these children need special 
attention right from birth to overcome difficulties ranging 
from congenital problems to learning disabilities. . .The need 
for early intervention and treatment is clear to those who 
work with infants born suffering the effects of cocaine 
exposure . 

What Is Our Vision? 

As paraphrased from testimony from Voices for Illinois Children, 
a statewide group advocating on behalf of young children: 

Ideally. . .Illinois will be able to identify and serve every 
family in the state, no matter where they live or what their 
economic circumstances, that has a child between birth and 
age three who falls within any category of eligibility. 

Illinois will find these families through a statewide child 
find system of trained and designated primary and 
secondary referral sources. The primary referral sources 
will cue in as closely as possible to the child's birth and 
parents, and will include hospitals, pediatricians , and 
other health care providers. 

The secondary referral sources will be community-based and 
include childcare providers, churches, social service 
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providers, and community-specific efforts. These vital 
secondary referral sources will be coordinated in each 
community through a broad-based local coordinating council 
made up of local health providers, education providers, 
public officials, parents, state agencies, and community 
representatives. The local coordinating council will be 
organized and staffed by an independent agency. 

Each designated referral source will know how to introduce 
the family to the diagnostic and treatment parts of the 
system within two days after a child is identified as 
potentially eligible. Coordination with the family, known 
as case management, will begin as soon as a child is 
identified to ensure that families don't fall through the 
cracks . 

Every designated referral source will refer the family 
directly to their community's core early intervention 
provider. This core provider will determine whether or not 
the child is eligible for an Individual Family Service Plan 
(IFSP) under the broad categories of eligibility 
(>* eligibility" in this case means eligibility for an IFSP 
rather than for any particular services) . 

The decision on eligibility and the creation of the family's 
specific IFSP will be the responsibility of an 
interdisciplinary team which must complete its work within 
45 days. The team will combine health, education, and 
social service professionals along with the family. The 
team will be backed up when necessary by specialized 
diagnostic services. 

If the team finds that the child is eligible, it then 
prepares an IFSP which defines in detail the child's 
services. The family is a full member of the team and has 
the final right of refusal on any and all aspects of the 
IFSP. A child will not be "labeled" by being found eligible 
for an IFSP. For children whose needs are clear, early 
intervention can beyin immediately while the final details 
of the IFSP are being worked out. The core provider is then 
responsible for fulfilling the IFSP either directly or 
through contracted professional services. There will be no 
waiting lists. 

The IFSP will be a living document which will change in tune 
with each individual child's first three years of life. 
There will be a wide variety of IFSPs. Some will simply 
provide for continued monitoring of the child and some basic 
information for the family. Others will call for specific 
developmental therapies. Most will begin with services in 
the infant's home and progress to services at designated 
centers. Throughout the family's experience with the 
Illinois early intervention system, they will be assisted by 
a sort of tour guide, officially their case manager, who 
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will ensurs on the one hand that the family needs are met 
and, on the other hand, that the family is able to 
participate in the system, • 

Whenever children graduate from early intervention, their 
IFSP will define how they will transition to other community 
services. For those children who will need to begin special 
education [at age 3], the IFSP will ensure that special 
education will begin promptly upon their third birthday. 
The child smd family will be protected by a formal set of 
procedural safeguards at every stage in the early 
intervention process. 

Family involvement will also be enhanced through the 
creation of a statewide central directory of early 
intervention services. The central directory will be 
accessible via telephone, computer, and mail and in the 
family's native language. The central directory will 
provide specific information on early childhood development, 
the various causes of developmental delay, and local early 
intervention resources. The central directory will be able 
to res^nd promptly and specifically to parent and public 
inquiries , 

The core provider will receive timely reimbursements for all 
services provided under a proper IFSP from a single Illinois 
state source which will then bill in turn the applicable 
final financial source which may be Medicaid or a particular 
state agency. Each part of the Illinois early intervention 
system, identification, assessment, and service provision 
will be interdependent. 

We feel implementing the recommendations of this report will 
bring about that vision. 

What Does The special Joint Comaittea Reoosaend Be Done? 

From the background information on children, families and their 
needs, we feel that early intervention must become an integral 
element in Illinois' future. Like the current focus on preschool 
education and the occasional focus on prevention, early 
intervention must become a priority issue for our collective 
future. 

We acknowledge that no single model of intervention services will 
work in all parts of our diverse state. However, we do agree 
that services must have the following component parts, wherever 
and however they are delivered in the State: 

* community-based; 

* fami ly- focused; 

* with qualified personnel; 

* based on quality standards; 

* physically and geographically accessible; 
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* affordable; 

* with sufficient family support; and 

* coordinated across loca] and state agencies as applicable. 

We feel the delivery of such services has to be created at the 
community level, with the administering agent determined by local 
factors, and supported at the State level. 

Among the recommendations the Committee offers to colleagues in 
the General Assembly is a call for legislation in 1991 which 
would: 

- Establish a legal right to early intervention services for 
all eligible children and their families. 

- Adopt a definition of eligibility. 

- Define a State structure to provide early intervention 
services — geographic boundaries of the local structure as 
well as creating and empowering local interagency councils. 

- Assure collaborative local child find and public awareness 
efforts, in conjunction with the local councils. 

- Create in state statute an Illinois Interagency Council on 
Early Childhood Intervention. 

- Mandate agreements between and among the lead agency and 
the other relevant state agencies, in order to assure 
coordination of current spending. 

- Define the local structure in accord with the provisions of 
the State Interagency Council on Early Childhood 
Intervention's system. 

** a core provider responsible for assessment of 
eligibility and services; 

** a local interagency council responsible for 

coordination and design of child find and public 
awareness ; and 

** a coordinating/ advocacy provider responsible for 

staffing ♦.he local council, carrying out child find and 
public awareness activities and providing advocacy for 
eligible families within the given area. 

- Assure that there will be a state agency appointed as the 
lead agency for early childhood intervention services, with 
the backing of the Governor and the full support and 
continued participation of all involved state agencies. 
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- Name the State Board of Education as the lead agency for 
early childhood intervention services to coordinate and 
assure such services, but not necessarily provide. 

- Create an Early Childhood Intervention Ombudsiaan, within the 
Office of the Governor, to assist families and local 
parties, in ensuring that all state agencies serving 
feuailies do so in a comprehensive collaborative way. 

- Set procedural safeguards for families, in accord with the 
provisions in Illinois for special education pursuant to 
Individuals with Disabilities Education Act (IDEA). 

- Examine the existing system and expand it into a 
comprehensive statewide system of opportunities for parent 
information on early development and advocacy, in order to 
empower families. 

- Assure the use of the current statewide program of home 
visiting and follow-up services currently available for 
newborn infants through APORS, through local public health 
departments and/or coimnunity-based organizations. 

- Assure linkage of prenatal initiatives to high risk pregnant 
women. 

- Build linkages between at risk programs and local literacy 
programs . 

*- Mandate maximiim use of federal resources, e.g.. Medicaid, 
Healthy Kids funds, etc. 

- Create a central billing office within the lead agency in 
order to assure that maximum federal resources are utilized 
and providers receive funds with minimum problems. 

- Create a resource review committee on use of public and 
private sector resources. 

- Appropriate sufficient new state funds, e.g., GRF, for 
start-up and increase of the current effort, with a call for 
further increases for each year of the five year phase in 
period. 

Require all early childhood intervention staff to hold the 
highest entry requirement necessary for that position. 

- Assure that rules will be developed by the lead agency which 
will ensure quality personnel and program standards. 

The Committee's work of 1990-91 followed the State Interagency 
Council's endeavors since 1988. We now propose the next stage — 
a broad and comprehensive statewide system, implemented in full, 
over five years. We acknowledge that personnel, space and 
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financial resotirces will not all be available in Year 1 of the 
program recommended, and that a phased in approach will be 
necessary in order to assiire quality services for eligible 
children and their families. 

Due to those restrictions, we would envision Year 1 to be 
organizational— establish the infrastructure statewide 
(additional local councils, needs assessment, expanded child find 
plans written) , and report on same. Year 2 would see 
implementation of that expanded child find plan, establishment of 
local interagency agreements, and beginning to develop and/or 
continuing and expanding they delivery of local services. Years 
3-5 would see continual expansions, until all eligible children 
and families would be receiving full service at the end of Year 
5. An annual report to the General Assembly should be submitted 
by the lead agency. 

What can The General Assembly and Oovernor Do To Assure Such 
Services Be Provided? 

As Voices for Illinois Children said in Building At The Frontier: 
Policy Choices For Young Children At Risk, "...a plan, no matter 
how ingenious, is no more than an idea until the legislative and 
executive branches of government decide to breathe life into 
it..." 

We feel that the first task is for members of the General 
Assembly and the Governor to familiarize themselves with the 
issue of early intervention, and then move forward on the vision 
and recommendations cited above. A specific legislative proposal 
has been prepared to match these recommendations. 

Not only will an entitlement be necessary; so will adequate 
funding on an annual basis. Without that, an entitlement is but 
an empty promise to the next generation of Illinois citizens. 

Another major element that must be provided by the General 
Assembly and the Governor is that of strong state leadership. 
This is a necessary prerequisite for the State in order to ensure 
effective implementation of an entitlement for early 
intervention. 

The plan, from the State level down, must assure that the 
Governor is fully supportive. Further, each state agency 
director involved in the coordinated provision of this 
comprehensive service system must be an active participant, and 
held accountable for his or her actions in this regard annually. 

How Can Early intervention services Be Funded? 

The question that frequently arises is how can we pay for these 
services. The alternative is how can we afford not to provide 
them. We will pay much more in the end if we do not do so now. 
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Facts and Figures 

Past studies may help us understand the issue Illinois is now 
facing. 

* In 1980, the Perry Preschool Project in Michigan reported 
the results of its longitudinal study. The report 
documented this cost effective fact. . .children who had 
received early intervention services were found to have a 
50% reduction in their need for special education services 
during their secondary education, 

* In addition, a second study in 1980 by Dr. Mary Wood 
of the University of Georgia foiuid that the cost of 
providing special education services for children with 
developmental delays through the age of 18 was $3 7,273, IF 
the children had received early intervention services. 
However, in comparison, the study noted that if a child had 
NOT received any early intervention services, the cost of 
their education through the age of 18 totalled $53,340, 

Dr. Wood concluded that early intervention services reduced 
school age special education allowing for inmiediate recovery 
on the early intervention investment. However, the biggest 
savings in our tax dollars will undoubtedly be found during 
the adult years. Having nurtured a more independent adult 
as a result of early intervention, these individuals will 
more likely be tax-paying citizens rather than dependent 
upon tax-supported systems for the rest of their lives. 

* A3 year follow-up study in Tennessee showed that for every 
$1 spent on early treatment, $7 in savings were realized in 
36 months. This savings resulted from deferral of special 
class placement and institutionalization for severe behavior 
disordered children. 

Findings noted in Children 1990, A Report Card, Briefing Book, 
and Action Primer, by the Children's Defense Fund, are: 

* $1 invested in the prenatal component of the Women Infants 
and Children [WIC program} saves as much as $3 in short-term 
hospital costs. Improved early nutrition has been shown to 
be effective in preventing retardation and consequent costs. 

* $1 spent on comprehensive prenatal care saves $3.38. 

* Annual health care costs are 10 percent lower for children 
receiving EPSDT services. 

* Early educational intervention has saved school districts 
$1,560 per pupil with disabilities. 

* $1 spent on the childhood immunization program saves $10 in 
later medical costs. 
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* Investment of $600 for a child for one year of compensatory 
education can save $4,000 in the cost of a single repeated 
grade . 

* $1 invested in quality preschool education returns $4.75 
because of lower costs for special education, public 
assistance, and crime. 

Current I^llars Expended 

The Federal government has and continues to play a role in 
funding early intervention. To date Part H funds have paid about 
$3 million a year for the last three years to Illinois for 
planning and initial services. 

The following is a chart of Part H dollars for early 
intervention : 

National Authorization Illinois Award of Part H 

1986- 87 $50,000,000 $ 175,145 

1987- 88 $67,000,000 $2,268,995 

1988- 89 $69,830,000 $2,996,565 

1989- 90 $79,520,000 $3,037,449 

1990- 91 $117,100,000 $3,345,000 

Illinois estimates receiving $5,074,652 in 1991-92, for fifth 
year funding from Part H. 

In terms of other federal funds, Illinois counted youngsters 
birth to three for the first time in December 1989 for purposes 
of the Chapter 1, 89-313 count. Dollars were received in 1990-91 
as a result. The $800,004 for this year was generated by 1495 
youth being served with Individual Family Service Plans and 
therefore counted by the Department of Mental Health and 
Developmental Disabilities system, with their general revenue 
funds allowing us to count these youth as *<state supported" for 
the first time. Chapter 1, 89-313 dollars should be able to be 
used in future years for additional counted children, as long as 
that dollar source continues at the federal level. 

Preliminary Cost Estimates Relating to PL 99-457, Fart H Services 
To Children and Their Families, dated November 5, 1990, prepared 
by Deloitte and Touche at the request of the State Board 
of Education, stated that Illinois is currently spending about 
$17.6 million annually for about 8500 eligible youngsters and 
their families. That is estimated for each Illinois State agency 
as follows: 

* Mental Health/ Developmental Disabilities: $8.9 million 

* Public Aid: 2.2 million 

* Public Health: 1.6 million 

* State Board of Education: 3.4 million 
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Children and Fsuaily Services: 
Services for Crippled Children 
Alcoholism and Substance Abuse: 
Rehabilitation Services 



1.0 million 
.1 million 
.2 million 
.2 million 



These are estimates of expenditures from the State agencies 
involved. Final figures may indicate that the expenditures were 
less than anticipated when the data was originally collected. 

That table does not take into account fimds that the State is 
expending, from general revenue funds, for what is termed the 
"prevention initiative". The Illinois State Board of Education 
has allocated up to $2 million a ye&r to assist infants, toddlers 
and their families who are deemed at risk. These programs are 
located in high infant mortality areas and must provide families 
with services aimed to prevent later school failure. The 
personnel costs for these programs is the major item. Staff 
provides family support and education in addition to activities 
for parent and child together. All of these activities are 
appropriate fok families with children with disabilities as well 
as for families deemed 2-t risk. Much of these costs can overlap 
between the two populations, should programs be available 
statewide. 

Current early intervention programs in Illinois, operating in 
compliance with PL 99-457 service requirements, are spending 
about $4000 per child. This is in contrast to expenditures in 
other states which are at varied levels, e.g., $2200 in South 
Carolina versus $10,000 in New York. 

In terms of what other states are spending or estimating 
spending, ten other states are similar to Illinois in terms of 
having fourth year Part H applications approved by the federal 
government. Those states are Maryland, Idaho, Hawaii, Texas, 
Maine, Nevada, Nebraska, Colorado, North Carolina and Montana. 
Information from some of them follows: 

* Nevada: Their definition of eligible youngsters dues not 
include services to children who are at risk of having 
substantial developmental delays. No cost estimates were 
available. 

* Idaho: The Idaho Infant /Toddler Council estimated the costs 
for early intervention services may run as high as $3800 per 
child/ family . Their definition does not seem to include 
those youth who are at risk of substantial delay. 

* Texas: They have a narrow definition. If funding is 
available and all eligible children are being served in the 
state, children "at risk" can also be served. They estimate 
that the average cost will be $4,700 per child/ family . 

* Hawaii: They estimate their average cost of early 
intervention services will be $1,700 per child/ family . 
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* Montana: They feel they have a conservative definition of 
developmental delay. They anticipate serving about 1.5% of 
the birth through 36 month population of the state, or about 
550 to 600 children. The annual cost estitaated for 
providing the services required through Part H range from 
$4,100*$6,400, with $5,400 being the average. They are 
currently serving 250 youth. 

* Maryland*: Their Council's definition of eligible youth is 
a narroif one, not including the at risk youth as in 
recommendations here. They have estimated total costs of 
early intervention services at about $30.6 million, with a 
gap of about $6.7 million in the Statewide Early 
Intervention System. To address the costs, they have 
identified resources of Medicaid (22.46%); education (25%) 
for those children currently being served under the existing 
law and regulation; medical services like Illinois' DSCC 
(2.5%); local health depzurtments (10%); and social services 
(20%). Private insurance was considered as well, based on 
enrollment data and demographic data. 

* Nebraska*: They have 572 youngsters eligible per their 
current narrow definition, out of a total population of 1.5 
million. They fully provide 6 of the 14 service components 
required, with the other 8 being partially provided. They 
currently spend $6437 per child and estimate a full service 
per child cost of $13,155. 

Indiana is also in the planning process, although not in its 
fourth year of funding. Indiana enacted the establishment of a 
comprehensive coordinated multidisciplinary interagency program 
in 1989, effective July 1, 1991. The State is the payor of last 
resort for an eligible child who is not currently entitled to 
other funding. Their definition appears to be similar to that 
used by the Illinois Council, They estimate enrollment at 4500 
in year 1, up to 10,000 in year 5. Currently 1500 children are 
served. Their program is called First Steps. Their 
demonstration projects have spent about $3200 per child for local 
service delivery costs. They estimated $4300 is more realistic . 
They anticipate costs of $21.5 million for FY 92 and $28 million 
for FY 93. For FY 92, they anticipate $13.5 million is in place 
from a variety of sources, so $8 million new is needed. 

The states marked with an asterisk (plus Michigan, Iowa and 
Minnesota) are "birth mandate" states, meaning a legislative 
mandate was enacted several years ago for birth to three 
services. 

Projection for Illinois Funding Needs 

The maximum number of youngsters estimated as eligible is 56,400 
birth to three year olds in a given year. Again, this would be 
at a full service level, after the program is fully phased in and 
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all personnel in place with a maximim child find effort 
implemented. 

The figure cited earlier, $4000 per year per child, reflects a 
rounded-off figure from data from the 27 early intervention sites 
from 1989-90. It also does not include those youngsters who were 
being counted as eligible yet their needs were only being met in 
part, as described for Nebraska above. It does not account for 
children whose needs may be able to be met at a lesser dollar 
amount, e.g., those who are at risk of developing a substantial 
delay, since they had not been included as eligible youth in that 
year. Using $4000 per family/ child is a reasonable estimate 
considering "at risk" families need fewer high cost therapy 
services and might need only $2000/year in services, while 
medically fragile children might need $6000/year in services. 

What are the resources we could plug in when 56,400 children 
would be able to be served? 

* State funds: now $20 million; 

* Part H funds: $5+ million in FY 92 (to increase 
annually) ; 

* Medicaid funds (estimating 1/3-1/2 of the families as 
eligible for the bulk of the services on an IFSF, and 
dollars per family at $2,000): $98 million (which would 
need to be specifically appropriated for this purpose and is 
not currently in the budget) ; and 

* Chapter 1, 89-313 at $500 per child: $28 million. 

Those resources add up to $150+ million in known funds, at 
current levels. Additional but less tangible resources to us 
are: 

* Local dollars (county, township, municipal funds) : based on 
9.1% of the 74 Department of Mental Health and Developmental 
Disabilities programs receiving these dollars: about $1.4 
million now; 

* Private resources (contributions, third party, sales, etc, 
based on 5% of the 74 Department of Mental Health and 
Developme ital Disabilities programs receiving those 
dollars): about $800,000 now; and 

* Family fees on a sliding scale: about $500,000 now in the 
Department of Mental Health and Developmental Disabilities 
programs . 

We would estimate the known state and federal resources as at 
least $150+ million and the remaining need as $75 million, to 
reach the goal of $225,000,000 in any given year as the outside 
figure (56,400 families/youth at $4000 each). If we consider a 
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phase*- in over five years to a full service goal, that would mean 
about $15 Million new State dollars in any given appropriation 
year. 

Infants and toddlers with disabilities in families with limited 
means may be eligible for Supplemental Security Income under new 
rules issued by the Social Security Administration. Children who 
are eligible can receive from §1 to $407 a month, based on family 
income. In most states, they are also automatically eligible for 
free health care through Medicaid. SSI clearly can be a valuable 
resource for low-income families with Part H eligible infants and 
toddlers- And virtually all SSI-eligible infants and toddlers 
will also be eligible for Part H. Part H child-find and case 
management are therefore natural channels for SSI outreach. 

While this f igiire for comprehensive early intervention services 
may initially seem unreachable, we feel it is an attainable goal. 
We can consider this goal in the light of the experience Illinois 
has had in providing the preschool program for at risk 
youngsters, ages 3-5. The target there, in 1985, «.'as serving 
112,000 youngsters. The appropriation began on a small basis, 
$12,100,000 in FY 86, and has grown due to the recognized need to 
a level of $60,000,000. It is a similar task for our youngest 
population. Perhaps, with early intervention, the overall need 
for oreschool services for some of these youngsters will 
diminish, as will the resources needed from the State. 

Are There Consequences To Hot Providing Early Intervention 
Servioes? 

Of course. There are human repercussions to the lack of service, 
alluded to at the beginning of the report. A lack of services 
equates to children and their families being more, not less, 
dependent on the State for services, now and especially later. 
Medical and educational costs will increase when a prevention 
approach is not used. Families who could have been strengthened, 
and supported, will not be. When no or inadequate services are 
being provided, the consequences of divorce and/ or abuse are 
frequent outcomes of having a child with disabilities. 

Again, in regard to drug-exposed babies, it is said "...waiting 
to identify and treat drug-exposed children when they're enrolled 
in kindergarten is a mistake that could add substantially to the 
overall cost... early intervention is the key to success..." (The 
Shadow Children: Preparing for the Arrival of Crack Babies in 
School) . 

What Can Illinois Citizens Do? 

The planning period for the P.L. 99-457 infant-toddler program is 
nearly over. State agencies and the interagency council have 
invested great energy in creating this important and complex 
program. Will children and families be entitled to nonexistent 
services? Will states opt out of the program because funding is 
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insufficient? Various state officials have implied that the 
services will be too costly to provide. The reality of this or 
any other new entitlement program is that the program may never 
exist unless parents and other advocates apply enough pressure on 
decision -makers . 

The ^.ate of the state's infant-toddler program ultimately will 
depend on citizen interaction with elected officials. If the 
Governor and state legislators don't understand and value early 
intervention and don't know that their constituents care about 
it, they won't provide support now, when it's needed. 

First, state funding will be needed in addition to the various 
sources of federal funds that can help pay for early intervention 
services. State agency administrators must request funds for 
early intervention in their FY 92 budgets; elected officials must 
agree to come up with the dollars. State budget processes must 
begin now, even with a phased-in entitlement. 

Second, since each state that intends to implement the Part H 
program must show that it has in place a policy to carry out the 
federal requirements, Illinois must pass legislation to establish 
State early intervention entitlements and authorize the program. 
Advocacy is needed to accomplish what has been started. 

Third, the current political climate is ripe for embracing the 
concept of early intervention. However, it always takes time and 
effort to overcome s me state officials' fears of a new 
entitlement program, particularly any with a price tag attached. 
A dynamic advocacy campaign by an aroused constituency can 
determine whether or not the state will participate in the early 
intervention entitlement program. 

Where Do We Go From Here? 

We seek statewide assistance from Illinois citizens to assist us, 
the Special Joint Committee on Early Intervention. Critical next 
steps are legislation to enact this entitlement, and subsequent 
funding on an annual basis. From there, relevant state agencies 
will have to develop rules and regulations to allow the law to be 
implemented in fine detail. 

Even with an entitlement in place, Illinois must work to develop 
a specific plan to phase in the system of services statewide over 
the next five years. Such a plan must include a careful look at 
all local community areas where no services are available. 

In summary, PL 99-457 is a "window of opportunity" for Illinois 
to set aside rhetoric. A fragmented system can become 
coordinated; a famiJ.y can face tomorrow because of support and 
service; a child can reach his/her potential because intervention 
began early. Together, Illinois can. 
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AS mCDTXVS OBOES 

COSCEUUBS THE 

STATE ZRTERASESCY COUNCIL OH EABLT EOaCAIXON 



VBESEAS, Cosigress, in 1986, mmcttd isut the Preii4enc signed Public Lav 
99-457, which authorises an early intervention program under the Education of 
Handicapped Act for handicapped infants and toddlers and their families; and 

WHEREAS, studies have determined the effectiveness of preschool education for 
handicapped persons and have diNMnstrated beyond doubt the economic and 
educational benefits of programs for yo\mg handicapped children; and 

VHEBEAS, these studies hsve also shown that the earlier intervention is 
started, the greater the ultimate dollar savings and the higher the rate of 
educational attainment by these handicapped children; and 

4 

VHEBEAS, it is desirable to develop and implosent a statewide, comprehensive, 
coordinated, multi-disciplinary, interagency program of early intervention 
services for all handicapped infants and toddlers and their families; and 

WHESEAS, the provisions of Part H of FL 99-4S7, the Education of the 
Handicapped Act Amendments of 1986, call for the designation by the Governor 
of a lead agency to insure a coordinated, comprehensive system to provide 
early intervention services to handicapped infants and toddlers and their 
families; and 

WHEBEASt it is aood public policy to assure direct and ongoing comprehensive 
coordinated prevention services for the Class of 1999 and their families; 

THEBEFOBE, Z, James E« Thompson, order the followinat 

1« The designation of the State Board of Education as the lead agency 
in compliance with Part U of the Education of the Handicapped Act 
Ame mtee nts of 1986. 

2. The establlataent of a State Interagency Council on Early Education 
to adviae and assist the State Board of Education as lead agency in 
the performance of its responsibilities. 

The lead agency will be responsible for the following activities^ 

!• The gemeral administration, supervision and monitoring of the programs 
and activities requirina assistance under Part H of the Education of the 
Handicapped Act Amendments of 1986; 

2« The identification and coordination of all available resources vithin the 
state from federal, state, local and private agency resources; 

3« The assigimient of financial responsibility to appropriate agencies; 

.13 



tNTH£0fTOOF 
SECRETARY or 8TA11 

*' P««ce4«r«« CO entvre that tcrviesa are previde4 to 

5. The rtaolvtiea of totra- «nd lat«r-«gcaey ditpuctat aad 
** IS;o^\7iiSl* J'f*^ i»««»-M«i»cy afTMnata that define the finaaei.l 

«««»««ry to e»wre MaiUnsful cooperation «»d 

1. Council NeaberaMp 

a. The Coiaeil ahall ^ ee^a^ of fifteen Benhers appointed by the 
eoveraer, aeXeeted to reflect the intent of Part H of FL 99-457. 

h. The iwBberabip of the Cetmeil ahall inelude the Director or hie/her 
deaifnee ftfm the follevini atate a««ieiea involved in the provielon 
of or payaenc for early incenrention aervieca to handicapped infanta 
and toddlera and their faailieat 

1. Xllinoia State Board of Edneation; 

2. Pepartaent of Sehahilitation Servieea; 

3. Deparcaent of Hental Bealth and Develo^encaX Oiaabilities; 

4. Departaent of Children and Faaily Serrieeai 

5. Divialon of Servieea for Crippled Children; 

6. Deparcaent of Public Bealthf and 

7. Departaent of Public Aid. 

c. The rmaininf eight oea^ere ahall have the following qualifications: 

1. 3 parenta who have hMdieapped children younger than age 6; 

2. 3 public or private providera of early intervention aerviees; 

3. 1 repreaentative of the Illiasia Legialature; and 

4« 1 peraon involved in the preparation of profeasional peraonnel 
to aerre preaehool handicapped children. 

d. Ro oeaiber lOuil eaac a vote on any natter vbich vould provide direct 
financial benefit to the oesiber or otherviae give the appearance of 
coi^lict of interest mder atate lav. 

e. The following atate ageneiea ahall aerve in an ex-officio eapaeicy, 
without vote I 

1. Departaent of Alcohol and Subatance Abuaef and 

2. Governor 'a Planning Council on Develo^ental Dieabilitiea. 

2. Teru of Heaberahip 

a. The tetaa of all ambere of the Council ehall be three years, 
expiring on January 1, but asabero ehall continue in service to the 
Council until their aueeeaaors are eppeinted. ho aeaber ahall aerve 
Bore than three aueceaaive teraa, 
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, jN THg GfRci OF 

b. upon tbe occurract of . T.e«cy, th. Cov.wor '^"2*? 



3. 6«Mr«l taiA«map Frovitlm 



wlU ferftic tlMir CMt en ti» Covaeil ciMro «r« mltifacini 

eirettntaaeaa •ppfO¥t4 by tb« Comeil'a finoitiTt Conltcoo. 



4. Suctttivo ComiccM 



«. Iho Comeil Oban duiiaste m SmtiTo Cemlttec coBnesod of ch« 
cbairpornn, cbe two rieo-c^irpcrsoM and tve A44ieieMl senbors. 

^' ?f,!!T"*** incl«lo, but not be liaited to, eh« 



** t "•^•^ *a "»« perfora«ne« of ch« 

de«i|B«t«d reopoMibllitioo, p«rtic«lMlr tbe identification of the 
•onweo for early intenrention profraaa, aaaisnsent of financial 
reepoa«ibillty to tbe appropriate agency, and the proaotion of 
interaseney afreeoeata! 

b. AdTiae and aaaiat tbe lead ateney in tbe preparation of applications 
and ^ndsenta thereto | and 

c. Frepere and aubsit an annual report to the Governor and the 
Secretary of the U.S. Departaent of Edaeation on the atacue of early 
intervention prosraas for handicapped infants, toddlers and their 
faatilies operated vitbia Xllineia. 



2. The Cemeil shall perfora aveb other fnaetiraa aa are neeeaaary to 
fulfill its duties under federal lav and this Sxseutive Order: 

a. Premte prsreation serriece stetevide threvgh public education on 
the value of and need for such •ervieesi 

b. Oversee the Maitorinf and eraloatioa of state and federal resources 
need for all prosraas servinf both handicapped and environaentally 
at risk children afss 6 sad yeuafsr. 

3. The Cotaeil shall be provided prof eseieaal , technical and necessary 
support services to carry out its function uader this Executive Order. 

mis Executive Ocder Smber Four (1917) shall beeese effective upon fllint 
with the Secretary of State. 




EXECUTIVE OBDER 



nUHBES 3 (1989) 



AS EXECDTIVS OEDES 
iHESDIRG EXECUTIVE OSOEK RUnBER 4 (1987) 



On June 8, 1987, I executed an Order establishing & State Interagency 
Coimeil on Early Education to adrise and assist the State Board of 
Education's iaplenentation of the proTisions of the federal Education of the 
Handicapped Act. One provision of the Order designated the Departaent of 
Alcohol and Substance Abuse and the Governor's Planning Coimcil on 
Developaental Disabilities as non-voting, ex-officio meabers of the Coxmcil. 
Over the last year and a half that the Council has been in operation, the two 
naaed agencies have px^vided invaluable assistance to the State Board of 
Education and other aesibers of the Council. At the suggestion of the Council 
Executive CoBSBittee, I aa persuaded that those agencies should participate in 
the vork of the Council as full voting members. 

Fnrtheraore, so that it is clear that the Council should focus on all 
aaxmer of aiding early childhood growth and developnent, and not Just 
Education, I shall rename the Council as the State Interagency Council on 
Early Intervention. 

THEBEFOBE, I, James S. Thompson, pursuant to the authority vested in me 
as Governor by Article 5, Section 11 of the Illinois Constitution, order the 
f olloving : 

* That Executive Order Humber A (1987) be and hereby is amended to 
redesignate the Illinois Department of Alcohol and Substance Abuse and the 
Governor's Planning Council on Developmental Disabilities as full, voting 
moBbers of the State Interagency Council on Early Education. 

• That Executive Order Humber 4 (1987) be and hereby is further amended 
to rename the State Interagency Council on Early Education as the State 
Interagency Cotmcil on Early Interv^tion. 

This Executive Order Number 3 (1989) shall become effective upon filing 
vith the Secretary x>f State. 



GOVERNOR 



O Date: May 30, 1989 
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Members of the State Interagency 
Council on Early Intervention 
January 1991 

Parsnts 

Linda Colson Perlstein 

466 Ridgewood 

Glen Ellyn, IL 60137 

Susan Halter 
150 Sunflower 
Highland, IL 62249 

Providers 

Maureen Patrick, Executive Director 
Family Focus 

310 South Peoria, Suite 401 
Chicago, IL 60607 

Vincent Alloco, Executive Director 
El Valor Ccrporation 
1850 West 21st Street 
Chicago, IL 60608 

Betsy Voss-Lease 
South Metropolitan Association 
800 Governors Highway 
Flossmoor, XL 60422 

Legislator 

Representative Lee Daniels 
(R-46th) 

50 East Oak, Suite 250 
Addison, IL 60101 

Dr. Race Davies (designee) 
House Republican staff 
221 Capitol Building 
Springfield, IL 62706 

Higher Education 

Dr. Jeannette A. McCollum, Associate Professor 

University of Illinois 

Department of Special Education 

288 Education Building 

1310 Snv^-h Sixth Street 

Champa. g IL 618?0 
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Appendix B, Page Two 



State Agencies 

James Long, Director 

Dept. of Alcoholism/ Substance Abuse 

State of Illinois Center 

100 West Randolph, 5-600 

Chicago, IL 60601 

Barbara Cimijlio (designee) 

Acting Administrator 

Prevention Division 

Dept. of Alcoholism/ Substance Abuse 

State of Illinois Center 

Michael Horstman, Executive Deputy Director 
Dept. of Children and Family services 
406 East Monroe, 7th Floor 
Springfield, IL 62701 

Sue Howell, Chief (designee) 
Office of Child & Family Development 
Dept. of Children & Family Services 
406 East Monroe, Station 60 
Springfield, IL 62701-1498 

Robert Leininger, Council Chair 
State Superintendent of Education 
Illinois State Board of Education 
100 North First Street 
Springfield, IL 62777 

Gail Lieberman (designee) 
Assistant Superintendent 
Department of Special Education 
Illinois State Board of Education 
100 North First Street 

Cathy Ficker Terrill, Executive Director 
Illinois Planning Council on 
Developmental Disabilities 
State of Illinois Center 
100 West Randolph, 10-600 
Chicago, IL 60601 

Rene Christensen Leininger, Deputy Director (designee) 
Illinois Planning Council on Developmental Disabilities 
820 South Spring Street 
Springfield, IL 62704 
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Appendix Page Three 



William Murphy, Director 
Dept. of Mental Health and 

Developmental Disabilities 
401 Stratton Office Building 
Springfield, IL 62765 

Lynn Handy, Assistant Associate Director (designee) 
Dept. of Mental Health and Developmental Disabilities 
405 Stratton Office Building 
Springfield, IL 62765 

Philip Bradley, Director 
Dept. of Public Aid 

100 South Grand Ave. East, 3rd Floor 
Springfield, IL 62762 

Stephen Spence, Special Assistant to the Director (designee) 

Department of Public Aid 

100 South Grand Ave. East, 3rd Floor 

Springfield, IL 62762 

Dr. John Lumpkin, Director 
Dept. of Public Health 
535 West Jefferson, 5th Floor 
Springfield, IL 62761 

Dr. Stephen Saunders, Chief (designee) 
Division of Family Health 
535 West Jefferson, 1st Floor 
Springfield, IL 62761 

Carl Suter, Assistant Director 
Dept. of Rehabilitation Services 
623 East Adams 
P.O. Box 19429 
Springfield, IL 62701 

Larry Rau (designee) 
Dept. of Rehabilitation Services 
623 East Adams, First Floor 
Springfield, IL 62701 

Dr. Robert F. Biehl, Acting Director 
Division of Services for Crippled Children 
2040 Hill Meadows Drive, Suite A 
Springfield, IL 62702 

Wanda Thompson (designee) 
Assistant Direotor for Program Support 
Division of Services for Crippled children 
2040 Hill Meadows Drive, Suite A 
Springfield, IL 62702-4698 
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99-437 which ^t/wi«#» ^ lnf#pv#iif lo« pMi^im vmMr ciw icucmtlon ef tfiw 

Hmoaiciffi^ Act fur AM0fG«M«tf in/«/irs Mtf toMl#r« rn#ii» f^ili^^s sna 

mmMM G0¥9rh0r ^smm H. IhMmBM. in scca^^amfH^m with prov^tieag l^^rr h 
of P L. W-4S7. tf#«<#ii«f^» In fW. fn# ff«« iMcmtlon Mi the l€M sgeney to 

inmut^ M co0r0§hst90 cwwNrn#nslv# iMfw rp prmfiam wmrly $ntef-¥€nt ion mi^im* co 
hMnaiQMomma lnfsht9 snd foMI«i*9 #nii tn#li- fsmin^B. snd crwmt^a tM S€st€ Int^rs^enty 
CounctliMisriy tntmr^mhtimh tP mwine dna snmlBt th9 State Bom^a of ioucstlont «ntf 

m^SXM. tinhol9 infmntn stus tMdior* irno sre hsnatoepsfea emt^iy 
Int0r¥et$tion eot^ioom vnrlowo ffyollc snd ptiveto pro^tdet^M. y^t rn#«e «#wrcef Mre 

juMt t^ginnfi^ to Pmcomm eo^MinstM, CMprwnenulv^ m0 UatemlMi sno 

MSMAS the Mtmte tnterepef^f Couwil in eecoraanom with reovlrements fo/* 
fMimt'ai funaiM^ reeet¥e0 for tneew yesrn. e^wtee s pQllcy in 1999 cental ning an 
speelfieu eeeipoMnte oi s plan to ee^eiee sna impiemem e Mtstemiae early intervention 
ayatemt ma 

mmMMS. the State Intermgehcy Council elli have oy June 30. 1990 deaignea a 
coofuilnstea comprehenalve aymtem to proviee Intervention services to infants ana 
tooaiere wh^ are hanaicappe^ ana ZTkOir famlUesi and 

mmMM. tut State Intermgenoy Council mill nave Oy June 30, ^990 tgentiflea 
initial technical, perm^nnel, atmlnlntrat ive . financing ana other protflems invoi^ea n 
eatsPllchlng a atatewiae early intervention syatemt ar^ 

mmUAS. The State Interagency Council will have Oy ^una JO. 1990 preparaa 
legislation to implement a atatemiae early lnter¥ention systamt ana 

mfM4f the State Interagency Lounci I will nava Py ^une vO. 1990 oreoaraa 
pt^etlmlnary estimates of co«r« of funaing a statewtoe early intervention sysismi ana 

wMMdiSi to we conslaerea for fwrtn'tvar faaeral funaing unoar P.L. 99'457 . 
the Mtate of tllinols must aaoot oy Qctooar r. 199U a c^rehenstve early intervention 
system with a tlmetaoie ensuring tnat safely intervsntion services mi n oe provioeo to 
all hat%aicappea infants ana toaaiers in tne State t^y tne oegtnning of tne fifth year of 
feaeral funaingt therefore Pe it 

fISSOLWiD or fH€ HOUSE Of HiPHBSiHfAf t¥k9 Of tHi £lGHff*SiMfH QM9tiHAk ASSiHSLf 
Of THM STAfi ULlMiS, fW SStffkfi COf^HfttM f^Mlh. that a Special jotnt Coomittee 
on £arlv (Chilahoaa) Intervention t»e apoolntea. the e^mittea to consist of n memoers . 
the SMpaer of the Houme to appaint a memoer of the House ano a memoer of the 
the minority l^eaaer of the house to appoint S. a memt^r of tne Mouse ana a 
iZamar of the puPltet the Preaiaent of the Senate ana the minority Leaaer of the Senate 
0S€h to appoint 2. a metmer of the Senate ana a memoer of tne puoUc: the Governor to 
aoaolnt 2 ooth from tne puollc: ana the Staie Superintendent of taucatlon. or his 
aealonate to Pe a memert with one co^cnair each to ae appotntea from tne committee pk 
tne Spamaer of the House ana the Presiaent of the Senatet ana oe tt furtner 

MSOLWiO, That the Special Joint Committee rewlew an policies aaoptee, plans 
aevelomea. ana proPlems laentiftea Py the state interagency Council on iariy 
Interaction with respect to the aaoptfon ana lemiementatlon of a statewiae eariy 
InterwentlPh systemt ana Pe it further 

fffsaiVfP* that the special Joint Committee eonOuct whatever nearlngs the 
ctwnmittee aeeam to Oe neceaamry to gather Information regaraing aeoption ana 
la^iemntatlan of a statewloe early intervention systemt ana oe It further 
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Appendix D 

Members of the Special Joint Committee on Early Intervention 



Senator Joyce Holmberg 
825 N. Main Street 
Rockford, IL 61103 

Senator Joyce Holmberg of Rockford serves as co-chair of the 
committee. She represents the 34th District in the Senate and 
was appointed by Senator Rock. 



Representative Terry A. Steczo 
15958 Cicero Ave., Suite 2B 
Oak Forest, IL 60452 

Representative Steczo of Oak Forest serves as co-chair of the 
committee. He represents the 78th District in the House and 
was appointed by Representative Madigan. 

Representative Loleta Didrickson 
2023 Ridge Road, Suite 2NW 
Homewood, IL 60430 

Representative Loleta Didrickson of Flossmoor represents the 
37th District of the House and was appointed by Representative 
Daniel . 



Elizabeth Hoeft 
614 Center Street 
Elgin, IL 60120 

Elizabeth (Libby) Hoeft of Elgin was appointed by 

Governor James Thompson and is a speech/ language pathologist 

for Elgin District #46. 

Robert Leininger 

State Superintendent of Education 
Illinois State Board of Education 
100 N. First Street, S-404 
Springfield, IL 62777-0001 

Robert Leininger is State Superintendent of Education. House 
Joint Resolution 114 mandated his membership on the committee. 



Blanca E. Almonte 
435 North lombard 
Oak Park, IL 60302 



Blanca E. Almonte of Oak Park is the Center Director, West 
Town, for Family Focus-Chicago. She was appointed to the 
commrttee by Governor James Thompson. 
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Appendix D, Page Two 



Betsy Voss-Lease 
South Metropolitan Association 
800 Governors Highway 
Flossmoor, IL 60422 

Betsy Voss-Lease of Flossmoor is the Program Director for South 
Metropolitan Association and was appointed by Representative 
Daniels. She serves as a provider representative on the 
State Interagency Council on Early Intervention. 

Thomas Gott 

1824 North 24th Street 

Quincy, IL 62301 

Thomas Gott of Quincy is the Director of the Head Start 
Program. He was appointed by Representative Madigan. 

Erika Marshall 

205 S. Humphrey Avenue 

Oak Park, IL 60302 

Erika Marshall is an early intervention teacher at Skinner 
School, Chicago District #299, and lives in oak Park. Erika 
was appointed by Senator Rock. 

Susan Walter 
150 Sunflower 
Highland, IL 62249 

Susan Walter is the representative for parents on the State 
Interagency Council on Early Intervention and lives in 
Highland. She was appointed by Senator Philip. 
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Appendix E 



Special Joint Committee on Early Intervention 
Meetings Dates and Sites 



Chicago 

State of Illinois Center 
October 31, 1990 

Initial Meeting and Briefing on Early Intervention 
9;30 a.m. -2:30 p.m. 

Chicago 

State of Illinois Center 
November 19, 1990 

Public Hearing on Adoption and Implementation of a Statewide 

System o£ Early Intervention Services 

1:00 p.m. -5:00 p.m. and 5:30 p.m. -7:30 p.m. 

Springfield 
State Capitol 
November 27, 1990 

Public Hearing on Adoption and Implementation of a Statewide 

System of Early Intervention Services 

1:00 p.m. -3:00 p.m. and 5:30 p.m. -7:30 p.m. 

Chicago 

State of Illinois Center 
December 14, 1990 

Discussion of Findings and Initial Recommendations 
9:30 a.m. -2:30 p.m. 

Chicago 

State of Illinois Center 
December 19, 1990 
Discussion of Recommendations 
9:30 a.m. -2:30 p.m. 

Springfield 
State Capitol 
January 7, 1991 

Finalize recommendations and report to General Assembly and 
Governor 

12:00 p.m. -4:00 p.m. 

Springfield 
State Capitol 
January 8, 1991 

Discuss recommendations with the Governor-elect^ s Transition Team 
Director 

9:00 a.m. -10:00 a.m. 
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Appendix F 

LIST OF PARTICIPANTS — PUBLIC HEARINGS ON EARLY INTERVENTION 

11/19/90 AND 11/27/90 



Grace S. Fiorenza 


Speech/ Language Pathologist 


Josephine Pappgeorge 


Relative 


The Bar one Family 


Parents 


Sherry Humphries 


Hearing Impaired Interventionist 


Rosann Mazzauti 


Parent 


Kathy Newhall 


Family Health Coordinator 


Barb Tracy 


Parent 


Marlene Sheehan 


Parent 


Carmen Hembie 


Parent 


Bill/Joelle Kelly 


Parent 


Patti Luplow 


Parent 


Karen D. Brejcha 


Parent 


Kimberly G. Sipple 


Parent 


Cheryl Friebus 


Early Intervention Director 


Carl R. Hall 


Special Education Director 


Lynda Myers 
Michael 0»Hart 


Early Intervention Professional 


Parent 


Karen Grace 


Parent 


Linda Shambee 


Child Development Specialist 


David Misewicz Family 


Parents 


Mary Denato 


Social Worker 


Kozak Family 


Parent 


Marie A. Huff 


Parent-Infant Educator 


Elmer/ Leona Kocher 


Relative 


James Vanderbosch 


Head of Mental Health Services Hospit 


JoAnn Hart 


Parent 


David N. Sneftel, M.D* 


Director, Neonatal Development Follow 
Program, Lutheran General 


Marilyn LaMarca 


Parent 


Lisa Gutowski 


Parent 


Nancy Romine 


Early intervention Administrator 


Charlene O'Hart 


Parent 


Richard S. Willey 


Parent 


Thomas O^Hart 


Parent 


Alice R, Johnson 


Parent 


Karen A. Silmers 


Parent 


Robin McHugh 


Parent 


Becky R. Harding 


Parent ^ 


Barbara A- Hasie 


Parent 


Cleonne O'Hart 


Parent 


Karen willey 
Leonard M. O'Hart 


Parent 


Parent 


Robert Heinn 


Parent 


Francene Heinn 


Parent 


Robin Heinn 


Parent 


Bonnie Hayes 


Parent 


Ethel Melton 


Parent 


Gail Shaffer 


Parent 


Richard B. Hayes 


Parent 


R.L. Melton 


Parent 



List of Participants at Public Hearings 
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Edith Paschke 
Frank C. Paschke 
Tina Bria 

Bill Peters and Staff 
Tom Rosene 
Dr. Philip Pogue 
Teri Litavsky \ 
Mr. /Mrs. Stephen Sepei 
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MEMORANDUM 



TO; 
FROM: 
DATE: 
SUBJECT: 



Special Joint Committee on Early Intervention 

rman, Pat Koch, and Chris Lehl 
December 7, 1990 

Synopsis of Public Testimony Comments at Public Hearings; 
November 19 and 26, 1990 



Synopsis 

The attached report is an initial synopsis of oral testimony and written comments 
presented at the public hearings in Chicago and Springfield. All written comments received 
by mail at the Illinois State Board of Education were also included. Because of the time 
constraint, a best effort was made to provide yov with the enclosed summary prior to the 
December 14th meeting. 

The next meetings are as follows: 

December 14th Chicago - State of Illinois Center - Room 16-504 - 9:30 -2:00 

Chicago - State of Illinois Center - Room 16-504 - 9:30 -2:00 



December 19th 
December 28th 



January 7th 



Chicago - State of Illinois Center - 16th Floor - 11 a.m.-noon 
Governor's Office with Paula Wolff, head of Cover »ior-Elect 
Edgar's transition team 

Springfield 



Please let us know if you need arrangements made or have questions (Gail 217/782-3699; 
Audrey, Chris and Pat at 217/524-0203). 
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There is a need for services within the local community area. This includes 
comments that refer to family/child, early intervention services, early 
intervention service providers and diagnostic services. 



A. Family/Child 

• Need to know available resources (2) 

• Need for respite services (3) 

• Vital for parents to be team members (9) 

• Parent need for support component and parent options (11) 

• Need for appropriate service for child/families [including genera! as well as 
special equipment] (5) 

• Need for home program and services (8) 

• One-stop shopping for services (9) 

• Support for pre-natal programming and education (3) 

m Need for choices (e.g., to participate or not; specific service delivery) to be 
given to the family (5) 

• Coordinate early intervention services (1) 

B. Early Intervention Provider 

• Individual Family Service Plan should be child/family driven (27) 

• Train families to provide therapy (5) 

• Language/barrier to therapy and follow-up (2) 

• Need for appropriate transition (after age 3) services (8) 

• Setting options should be natural settings and community-based (10) 

• Need for st.oropriate physical space for services (1) 

• Need for integration of children without disabilities with children with 
disabilities (3) 

• Should not be prime contractors - conflict of interest (1) 

• Include pediatrician in the Individual Family Service Plan (1) 

• Need to assure staff safety in service delivery (2) 

• Avoid labeling of child (6) 

• Priority need for interdisciplinary effort at all levels (2) 

C. Services Which Should Be Provided 

• Transportation (9) 

• enough vehicles 

• available to meet needs (including rural) 

• early intervention (EI) on wheels - southern Illinois (1) 

• Speech and language (1) 

• Public awareness (9) 

• Need for services to be culturally sensitive and flexible (5) 

• Need for respite care (2) 

• Audiological evaluation and Tympanometry as a required diagnostic service 
(2) 

• Day care for siblings so parents can participate in eligible child services (2) 
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D. Diagnostic Services 



• Independent from £1 provider (3) 
« Early diagnosis (10) 

• Include diagnratie clinics as m^i«d component of overall plan (4) 

• Need for availability of developmental pediatricians (4) 

• Need for appropriate diagnostic services (9) 

• Need for support of diagnostic services for hearing impaired (5) 

• Need for satellite diagnostic clinics/Bervices (5) 

E. Lrf>cal Interagency Coordinating Coimcil and Coordinating Advocacy Provider 

• Local control for disbursement of ftmds based on local population 

• Need for ombudsman 

Service must be eoordinatecif both organizationaUy and flnandaHy, to assure a 
coordinated comprehensive program across Illinois. This includes comments on 
local agencies. State Interagency Council on Eaziy Intervention (SICEI), Special 
Joint Committee on Early Intervention, and the State Legislature. 

A. State Configuration 

• Positive support for EI program continuation (20) 

• Mandate for comprehensive services (126) 

• Implement and fund statewide servira system (46) 

• Service needs greater than available rosources (34) 

• waiting lists 

• insufilcient service 

• Btiild system on existing services (17) 

• Competitive review process for all to apply to be provider (1) 

• Greographical access to service (22) 

• Need for appropriate catchment areas (1) 

• Expansion of eligibility criteria (26) 

• Need for effective child find (9) 

• SICnSI define clear objectives (1) 

• Need for effective and reliable data collection system (2) 

• System must be comprehensive and family-focused (15) 

• Need for available qualifled personnel (23) 

• $ issues - salary level inequities 

• total commimication [e.g., sign language a must] (2) 

• Need for tracking system of eligible clients (3) 

• Interagency approach demands removal of turf issues (6) 

• Need for strong working citizens advisory committee to the lead agency (1) 

• Support for interagency effort regarding system (3) 

• Prevention programs make a positive difference (16) 

• Change lead agency to Illinois Department of Public Health and Department 
of Mental Health and Developmental Disabilities to become co-lead agencies 
(1) 
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• Prevention and £1 programs can benefit the economically depressed with job 
training, literaqr training (3) 

• Use day care settings for EI (1) 

• System must have built-in advocacy (3) 

• Department of Public Health has greatest potential to be lead agency 

B. System Fisc&i Recommendations 

• Continued agency commitm^'nt to present funding 

• Medicaid 

• Should be cost-benefit effective (26) 

• Additional taxes 

• Central Billing Office 

• Cost-based reimbursement system 
EPSDT 

• Special Task Force on Use of Private Insurance (3) 

• Pre-existing medical conditions - barriers to coverage (2) 

• Local cotmty boards as source 

• New GRF sources (2) 
SSI 

• Sliding fee scale/family pa3rment (3) 

• Establish advisory committee on coordinating private charitable funds(2) 

• EI makes a difference [shows benefits] (87) 

■ EI services must receive national and state funding support - cannot be a 
burden of the education system (2) 

• 3-5 System will need additional funding and development 

• Need for adequate, eqiml and fair pa3rment system (7) 

•« Family financial status (DPA eligibility) should not dictate services accessible 
(5) 

C. Statewide Standards 

• Strong state standards that are truly monitored (4) 

• Support proposed personnel standards (10) 

• parent to parent ccK}rdinator 

• Support program standards (2) 

• Psychological services as described in personnel document can be given by 
school psychologists (3) 

• Quality intervention requires a professional team effort [multidisciplinary] (5) 

• Support for statewide consistent program and personnel standards (4) 
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